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Symposium: Demographics and services
Aging and quality of life: Challenges and opportunities under 
conditions of ID
S. Schaeper (s.schaeper@katho-nrw.de)* & S. Graumann
*Germany
Aim: Promoted by the UN-CRPD, there is signifi cant effort being directed 
to raise the quality of life for people with disabilities. What about the 
elderly? Even with the same right to participate, they are confronted with 
double discrimination: living with a livelong disability is mainly seen as a 
life full of restrictions, and ageing is discredited as a period of suffering and 
losing autonomy. The research project “LeQui” aims to show examples 
of best practice in supporting elderly people with an ID in Germany. 
Method: The research project, based on interviews with consultants 
of welfare organizations and an analysis of empirical and conceptual 
literature, evaluated projects that supported areas of every day life of 
elderly people with ID. Results: The different steps of the study offer an 
overview of the challenges as well as the innovative ideas around support 
and the accompanying risks that need to be met in changing services for 
elderly people with ID. Conclusions: Social services and health services 
have to prepare for a future with a growing number of elderly people and 
society has to ensure the quality of life for this growing number. Therefore, 
interdisciplinary and international perspectives have to be aligned.
The demographic change of the adult population with intellectual 
disabilities in Germany
F. Dieckmann (f.dieckmann@katho-nrw.de)* & C. Giovis
*Catholic University of Applied Sciences North Rhine–Westphalia, Muenster
Aim: How will the demographic structure of people with intellectual 
disabilities in Germany change? Using the example of Westphalia-Lippe, 
a region with 8.3 million inhabitants, it is projected how the age structure 
will alter until the year 2040. Method: The projection is primarily based 
on personal data of all recipients of services for disabled people from 
the regional funding authority (Landschaftsverband) and on educational 
statistics. Assumptions are founded on the current utilization of support 
services (status quo-scenario) and age-group specifi c mortality rates. 
Results: The percentage of seniors among the adult population with ID 
will be increasing from 10 % in 2010 to 31 % in 2030. In 2030, every second 
client in residential institutions will be 60 years or older, and every third in 
supported living. The number of people is forecast who will need any kind 
of support during the day after retirement or who will be in need of care 
when they get older. Conclusions: In cooperation with other social sectors 
(care for the elderly, health service system) and with the local authorities, 
service providers have to adjust to the age-related demands to ensure adults 
with ID a life-long perspective in supported living within the community.
Symposium: Death and dying
Advanced care planning for older people with intellectual disability
N. Mckenzie (sharon.brandford@idea.org.nz)* & G. Bellamy
*IDEA Services (IHC NZ)
Aim: To develop resources for a community disability provider of 
residential services for people with life-limiting conditions by applying 
generic research on advanced care planning to specifi c disability contexts 
Method: In partnership with the University of Auckland School of 
Nursing, action-research methods were used to identify individual planning 
components of advanced care involving consultation with consumers, family 
and staff. Results: Results from preliminary trial and evaluation of tools 
will be reported, as will organizational policy and procedures. Conclusions: 
Recommendations for further research will be made, with emphasis on the 
value of collaborative action research between providers and academics.
Ethical issues for community living staff in end-of-life care of people 
with intellectual disability
M. Wiese (michele.wiese@sydney.edu.au)*, A. Dew, S. Balandin, R. Stancliffe 
& G. Howarth
*University of Sydney, Australia
Aim: Increasingly in Australia, elderly people with intellectual disability 
who are dying receive end-of-life care from staff in community living 
settings. Care in these settings is typically guided by a social justice ethical 
framework. The aim of this study was to explore how community living 
staff offer care in the context of this framework. Method: Guided by 
grounded theory methodology, this presentation draws upon focus group 
and individual interview data with community-living care staff. Results: 
The presentation describes how staff face challenging ethical dilemmas 
when the predominant social justice framework competes against a range 
of alternative positions including their own personal past experiences, 
colleagues with different ethical orientations, and legal requirements; 
all occurring on a landscape where the fi nality of death approaches. 
Conclusions: The presentation concludes with the proposal that 
competing ethical positions may compromise the quality of end-of-life care 
offered to people with intellectual disability, and threaten the social justice 
ethical framework so important to the achievement of equitable care for this 
potentially marginalized group.
Using action research to design bereavement software: Working with 
people with ID for effective development
S. Read (s.c.read@nur.keele.ac.uk)* & P. Corcoran
*Keele University, Staffordshire, UK
Aim: This paper introduces an research project to produce an innovative, 
interactive, computerised tool to facilitate the emotional expressions around 
loss for people with intellectual disabilities (ID). Involving people with ID 
as co-developers was essential because of the nature of the topic of enquiry. 
Method: Participatory action research was used by the researcher to 
work alongside seven people with ID, an advocate and a creative designer, 
to explore the nature and content of the proposed tool over a six month 
period. The refi nement of this software then continued in parallel with the 
image development. Results: A software tool which enables the user, by 
combining images sequentially, to tell their own personal story in relation 
to death and bereavement was developed. It can facilitate storytelling 
around loss and bereavement, and promote spontaneous expression that 
can be shared with others. Conclusions: Working alongside adults with 
ID as co-researchers was a valuable experience and helped to shape the 
software tool. Involving people with ID within the research process can be 
diffi cult because it has not been done enough to be perceived as easy. This 
tool has the capacity to enable individuals to capture the world of personal 
experience in a storyboard format.
